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OVERVIEW 


Self-directed health care is emerging as a critical element in the transformation of America’s 
health care system. Two of the factors that are driving this trend are the recent increases 
in the cost of health insurance and health services and the inconsistent quality of health 
care. Both private and public health care delivery systems are responding by developing 
new consumer-directed products. The President’s New Freedom Commission on Mental 
Health has called for the development of consumer-driven models of care and system 
changes to support community-based services in behavioral health care. All components 
of the health care system urgently need to become more consumer-centered; behavioral 
health services are no exception. 

Consumer involvement in behavioral health care systems and programs is a primary value 
of the Substance Abuse and Mental Health Services Administration (SAMHSA) within the 
U.S. Department of Health and Human Services (DHHS). For many years SAMHSA has 
supported consumer advocacy, consumer-operated services, and peer recovery programs. 

In April 2003, SAMHSA held a self-determination planning meeting that recommended 
that the agency design a consumer-directed health care initiative for persons with mental 
illnesses and/or substance use disorders. Accordingly, SAMHSA hosted a Consumer 
Direction Initiative Summit on March 22-23, 2004, in Washington, DC. 

The Consumer Direction Initiative Summit convened recipients of mental health and 
addiction services and family members, policymakers, providers, and State and Federal 
representatives. In total, 79 people attended, participated in an in-depth discussion of 
the issues, and worked to develop recommendations for SAMHSA’s next steps towards 
fostering a more consumer-directed approach in behavioral health care services for people 
with substance use disorders and mental illnesses and children with serious emotional 
disturbances. Through a combination of papers, presentations, and discussions, workgroups 
at the Summit identified specific needs of consumers and potential barriers to self-directed 
behavioral health care. They developed their visions for a self-directed care service system 
and formulated recommendations for SAMHSA that seek to transform the delivery of 
behavioral health services. At the end of the meeting, the recommendations were presented 
to the directors of the Center for Substance Abuse Treatment (CSAT), the Center for 
Mental Health Services (CMHS), and the Center for Substance Abuse Prevention (CSAP) 
within SAMHSA. The directors then presented their perspectives on the work that had 
been accomplished. 

The term “consumer direction” was used in planning the SAMHSA Summit because it has 
been widely accepted in the general health care field to refer to health care organization 
and delivery that encourages consumerism among people receiving services. However, 
in the mental health and substance abuse fields, this term sometimes has a negative 
connotation. For this reason, the term “self-direction” is used in this report. When the term 
“consumer” is used, it is intended to refer to recipients of mental health and substance 
abuse services. 




This summary of the Summit is intended to provide an overview of the many issues 
raised in the working papers prepared for the Summit and during the meeting itself. 

The working papers are listed in the references and are available on the Web at www. 
mentalhealth.samhsa.gov/consumersurvivor under “Featured Publications.” Some of the 
topics and many of the themes from the papers have been summarized. In addition, a 
summary of the workgroup discussions and their specific recommendations have been 
provided. Taken together, these present the thoughts and perspectives of the participants 
and provide a basis for those working to develop consumer direction initiatives at any 
level—local, State, and Federal. 
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I. WHAT IS SELF-DIRECTED CARE? 


The term “self-directed care” has been defined as a system that is “intended to allow 
informed consumers to assess their own needs . . . determine how and by whom these 
needs should be met, and monitor the quality of services they receive” (Dougherty, 
2003). As defined by one of the papers prepared for the Summit, it refers to a system “in 
which funds that would ordinarily be paid to service provider agencies are transferred to 
consumers, using various formulas to account for direct, administrative, and other costs” 
(Cook et al., 2004). 


The Federal Centers for Medicare and Medicaid Services (CMS) identify four essential 

elements of self-directed care (Cook et al.,2004): 

• Person-centered planning, which constitutes a “comprehensive strategy for putting 
necessary services and supports in place to help people achieve their goals;” 

• Individual budgeting, which enables people needing assistance to have some control over 
how the funds used for their care are to be spent; 

• Financial management services, which encompass such activities as tracking and 
monitoring budgets, performing payroll services, and handling billing and 
documentation; and 

• Supports brokerage, which includes both education and operational assistance, and is 
intended to help participants design and manage their self-directed care plans. 

Each of these elements must be addressed in implementing self-directed care. 


“We have to begin to 
view parents as a real 
and aggressive resource 
in solving problems in 
children's lives and not be 
thinking of them as part 
of the problem as well.” 

State Official 


There are differences in the operation of self-directed care for various groups of service 
participants, however. For example, young children are likely to depend on their families 
or caregivers to direct their care. When they reach adolescence, or for some children 
perhaps earlier, they may become capable of participating in decisions more directly. Even 
if families are able to direct some of the care for their children, however, there are special 
challenges associated with the children’s system of care. As professionals and advocates 
noted at the conference, children’s mental health services are often funded by other 
agencies such as education, child welfare, and juvenile justice. Thus, without a concurrent 
transformation in these other sectors, self-directed care for children and their families may 
be difficult to realize. 


Self-directed care is closely related, although not identical, to both a recovery orientation 
and self-determination. In its vision statement, the President’s New Freedom Commission 
on Mental Health “envisions a future when everyone with a mental illness will recover” 
(NFC, 2003).The Commission went on to define recovery as “the process in which 
people are able to live, work, learn, and participate fully in their communities . . . Science 
has shown that having hope plays an integral role in an individual’s recovery” (NFC, 2003). 
Self-directed care can help individuals with mental illness and substance use disorders 
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T 

Self-directed care is... 
“A process to help you 
discover who you are, 
your needs, your dreams, 
the future of your 
choosing.” 

Participant in FloridaSDC 


T 

“Nothing about me 
without me.” 

Advocate 


achieve recovery, in part because it empowers these individuals and makes the service 
delivery system more “consumer” oriented. 

Self-determination is a philosophy designed to help persons “build [meaningful lives] 
with effective opportunities to develop and reach valued life goals” (Cook et al., 2004). It 
“focuses on the degree to which human behaviors are volitional. .. that is, the extent to 
which people ... engage in [their] actions with a full sense of choice” (Cook et al., 2004). 
As Nerney (2001) states, self-determination is based on five principles: 

• Freedom to live in the community; 

• Authority over the funds needed for one’s own care; 

• Support for participants’ efforts to make the choices that are best for them; 

• Responsibility for managing finances, choosing services, and handling the tasks of daily 
living, and for the appropriate use of public funds; and 

• Confirmation or Participation, that is, the opportunity for service recipients to participate 
in decision making about the care delivery system. 

Self-directed care represents one method for achieving the goals of self-determination and 
ultimately of a recovery-oriented system through changes in financing and the elimination 
of third parties in the health care system. 

Self-directed care also should be distinguished from consumer-operated services or 
peer support services. “Consumer-operated” services are operated and administratively 
controlled by consumers and generally emphasize self-help. “Peer support” services are 
delivered by consumers and/or family members, but they may or may not be consumer 
operated. Because these kinds of services expand the options available to service recipients, 
and because they maximize opportunities for recipients to participate in the system, both 
should be included in a full array of services in a self-directed system of care. 

The substance abuse field pioneered the concept of peer support services with the 
development of Alcoholics Anonymous 70 years ago. But both the nature of alcohol and 
drug disorders and the system that treats them can present constraints to self-directed care. 
As Edwards and McCarty (2004) point out, “substance use disorders are not recognized 
and people do not seek care until they are on a downhill course, compromising their 
ability to make choices.” Moreover, like the need for mental illness services, the need for 
substance abuse services significantly exceeds the capacity of the system, thus reducing the 
ability of individuals needing services to freely choose them. 

As conceptualized here, self-directed care in publicly funded services is not identical to 
“consumer-driven health care” as that concept is defined by some in the private sector, 
although there are many similarities between the two. Both concepts promote greater 
choice and decision making by individuals receiving services. Publicly funded, self- 
directed care does not, however, refer to medical savings accounts, health reimbursement 
arrangements, or unified health accounts, all of which attempt to compensate for 
inadequacies in employer-sponsored health insurance systems through tax savings from 
contributions to these accounts (Scandlen, 2003, April 7). Nevertheless, in publicly funded 
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self-directed care, individual accounts may also be used to pay for certain services as a part 
of the benefit package. 

Participants in the April 2003 conference on the development of a SAMHSA Self- 
Determination Initiative recommended that SAMHSA “should articulate a set of bedrock 
principles . . . completely changing the way consumers and their families are thought 
about and how they think about themselves” (SAMHSA, 2003).These principles should, 
they said, include peer support as an integral aspect of recovery (i.e., involve consumers 
and their families from research design to service delivery); real choice and control over 
services; and a recognition of the importance of the central role of consumers and their 
families in policy and service delivery. 

It is important to acknowledge that, as with any new concept, there is some uncertainty 
about the specific operational details of self-direction. Questions remain, for example, 
about 

• What services are needed and wanted by individuals; 

• How self-direction applies to and should be implemented for various groups of 
services/supports participants; 

• Who provides what type of education about self-direction to participants; 

• How a fiscal intermediary should function with multiple sources of funding; 

• How the pricing of services is determined; and, perhaps most important, 

• Which services of those wanted by individuals meet the requirements for 
Medicaid reimbursement. 

However, much can be learned from the significant work that has been done with the 
implementation of self-directed services for older adults and people with disabilities and 
from the growing number of programs and services that seek to achieve self-direction in 
behavioral health. 
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II. SELF-DIRECTED CARE VALUES 


The concept of self-directed care is based on sets of values and principles at the individual, the 
behavioral health care system, and the larger society levels. The values and principles that were 
identified by Summit participants and in the papers presented at the Summit are described here. 


INDIVIDUAL LEVEL VALUES 

At the individual level, the principles and values include 

■ Freedom of choice 

■ Control over one’s own life 

■ Personal responsibility 

■ Access to services and support 

Freedom of Choice in a Context of Recovery and Hope 

In the vision of the President’s New Freedom Commission on Mental Health, consumers 
will have a personalized health management program that they will design and develop. 

In a transformed mental health system, a diagnosis of a serious mental illness or 
a serious emotional disturbance will set in motion a well-planned, coordinated 
array of services and treatments defined in a single plan of care. This detailed 
roadmap—a personalized, highly individualized health management program — 
will help lead the way to appropriate treatment and supports that are oriented 
toward recovery and resilience. Consumers, along with service providers, will 
actively participate in designing and developing the systems of care in which they 
are involved. (NFC, 2003) 

That is, each participant s “roadmap,” intended to move him or her toward recovery, will 
include an array of services that he or she has helped to choose. Self-directed care is vital to a 
recovery-oriented system. 

In March 2003, SAMHSA announced the Access to Recovery (ATR) Program, a new, $100 
million initiative that allows people seeking drug and alcohol treatment to use vouchers to 
pay for a range of appropriate community-based services. Consumer choice is one of the 
core principles on which ATR is founded. This is in recognition of the fact that the process 
of recovery is a personal one. Achieving recovery from substance use disorders can take 
many pathways: physical, mental, emotional, or spiritual. With a voucher, people in need of 
treatment and recovery support will be able to choose the programs and providers that will 
help them the most. Increased choice encourages quality. 

Access to Recovery and other new initiatives (including the Community Support Program, 
the Recovery Community Services Program, and technical assistance centers run by 
consumers) come after years of work by SAMHSA to lay the groundwork for self-direction 
and develop the role of “consumers” in the field. 


▼ 

“Consumer direction for 
me... made substance 
abuse treatment 
successful. It made all 
the difference in my 
treatment and recovery— 
my quality of life.” 

Advocate 
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“To choose a path of 
recovery specific to my 
needs; to reclaim and 
restore my life.” 

Participant in FloridaSDC 


T 

“A few years ago we 
argued about whether 
people could live outside 
the institutions, then 
we were arguing about 
whether they could 
work, have a social life, 
and now we are arguing 
about whether people 
can make decisions about 
their own care.” 

Advocate and Professional 


Control Over One’s Own Life: A Shift in Power 

The most fundamental change that a self-directed care program makes is a shift in power 
within the treatment system, from a system that is dominated by the needs, concerns, and 
interests of payers and providers to one that focuses explicitly on the needs of individuals 
with behavioral disorders.This shift in power requires reeducating mental health and 
addictions professionals and consumers in how control will be exercised in a recovery- 
based culture. Instead of the old concept of control as control of one person over another, 
which relies on compliance, self-directed care necessitates shared control based on a 
partnership between provider and consumer. 

For example, in the Florida Self-Directed Care (FloridaSDC) program, the participant may 
choose a life coach and plan for recovery through an “array of services, service frequency 
and duration, personal goals, benchmarks for measuring progress, and other factors which 
are necessary to achieve self-defined recovery within an established budget.” Having 
developed a plan, the FloridaSDC participant selects providers of the services that will be 
purchased (from among providers in the network). Although services that are purchased 
on a capacity basis, such as residential and emergency programs, are excluded, FloridaSDC 
participants nevertheless exercise substantial control over the services and supports that 
they receive. Similarly, in children’s services, families must be part of the solution at every 
level of care. (Read more about FloridaSDC on page 23.) 

Personal Responsibility: A Reframing of Competence Issues 

In self-directed care programs, individuals are expected to accept personal responsibility. 
Thus, self-directed care programs are likely to provide the impetus for reconceptualizing 
“competence” issues that arise regarding participants.This entails an important paradigm 
shift for providers and managers and for individuals with mental illnesses themselves. For 
example, policymakers might ask, “Should there be any prerequisites to participation in a 
self-directed care program?” and “What limitations on choice should be imposed?” rather 
than asking “What is the standard of competence, if any, for participation in self-directed 
care programs for people with psychiatric disabilities?” (Stefan, 2004). If we ask not about 
limitations, but instead “How will the program help individuals succeed in self-direction,” 
then we can develop the needed supports for true self-direction. 

Shifting the paradigm suggests solutions to potential problems. As Stefan (2004) says, 

In order to succeed, programs of self-directed care must include contingency and 
crisis planning, including the use of advance directives, health care and other 
forms of proxies, use of fiscal intermediaries, and other ways to ensure that a 
person’s choices are understood and respected. With proper planning, competence 
should rarely, if ever, be a concern in self-directed care for people with psychiatric 
disabilities. 

Access to Services and Support 

In the commercial marketplace for goods and services, it is assumed that consumers 
will have access to what they want to purchase, or the marketplace will evolve to create 
these goods or services. In the world of publicly funded human services, however, this 
assumption is not always viable. Some programs may have waiting lists, and other services 
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may not exist in close enough proximity to the individual who needs them. Thus, one value 
underlying the development of self-directed services in behavioral health is that current 
and new providers will develop new services so that participants will have access to the 
services and supports they want and need, including services that are culturally and ethnically 
appropriate. 

BEHAVIORAL HEALTH CARE SYSTEM LEVEL VALUES 

Self-directed care also solidifies a set of values at the level of the health care system. These 
values include 

■ Consumer satisfaction and service quality 

■ Efficiency and effectiveness 

■ Cost effectiveness 

Consumer Satisfaction and Service Quality 

When individuals with behavioral health problems participate in directing their own care 
and in making the decision to continue purchasing these services, they implicitly evaluate 
their quality. At the Summit, Cook stated that studies of self-directed care nearly all find that 
consumer satisfaction with self-directed services is significantly higher than with traditionally 
delivered services. Nerney (2004) argues that the professional standards of quality embodied 
in accreditation and quality assurance systems tend to incorporate measures of satisfaction 
with services without establishing an expectation that “individuals with disabilities will 
achieve a life considered meaningful by other, non-disabled individuals.” “The end result 
of this approach,” he says, “is to measure satisfaction with human service environments and 
human service interventions, no matter their relevance to what constitutes quality for every 
American.” He therefore proposes that we “look at outcomes for people with disabilities 
in the context of the expectations and aspirations shared by all humans, not just standards 
specific to the human service system.” 

Efficiency and Effectiveness 

A rational service delivery system is one that delivers care that is timely, effective, and 
efficient—that is, care that achieves what it intends with the use of the fewest resources. 
Self-directed care can contribute toward both efficiency and effectiveness by empowering 
individuals to evaluate their own needs and to select services that meet them. Furthermore, 
individuals who are responsible for managing their own “accounts” begin to treat the 
funding as an asset rather than an entitlement. This change in thinking is crucial to achieving 
efficiency in public behavioral health care and to fostering self-determination. 

Cost Effectiveness 

Given the financial and regulatory constraints in public behavioral health, relative cost is 
an important factor in developing any new program. In home and community (1915c) and 
freedom of choice (1915b) waiver programs funded by CMS and States, budget neutrality is 
a basic criterion for approval of the waiver. That is, the new program should not increase net 
costs to the existing system. Self-directed care programs have been found to be cost-effective 


T 

“... self-direction 
measures the adequacy 
of the services, the 
person's control of these 
services, and the person's 
satisfaction with them.” 

Technical Assistance Provider 
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alternatives and meet the budget neutrality criterion. Cash and Counseling programs 
were developed in three States and funded by the Robert Wood Johnson Foundation 
and DHHS to provide self-directed personal care services for people with developmental 
and physical disabilities and older adults. The evaluation of these programs conducted by 
Mathematica (Phillips et al., 2003) found that outcomes of participants in Cash and Carry 
Counseling were as good as or even better than outcomes of participants in usual fee-for- 
service (FFS) programs, and the cost was the same or less. Cash and Counseling participants 
received more services than their FFS counterparts, but by the end of the second year of 
the program, budget neutrality prevailed (i.e., Cash and Counseling did not cost more than 
FFS). A number of other States and localities have replicated these programs with similar 
findings. 


SOCIETAL LEVEL VALUES 


T 

“Even within the 
paradigm of self-directed 
services, it is entirely 
possible for an individual 
to... freely choose 
individual providers of 
service, be 'satisfied' 

... and yet, live a life 
of continued poverty, 
without love, romance, 
or deep relationships.’’ 

Technical Assistance Provider 


In addition to the individual and systemic values that underlie self-directed care, there is a 
set of important societal principles and values. These include 

■ Protection of civil liberties 

■ Fairness 

■ Freedom from coercion 

■ Use of free market forces 

Protection of Civil Liberties 

Civil liberties, the rights and freedoms that citizens enjoy in a democratic society, are 
often abridged among individuals with disabilities, including those with mental health and 
substance use problems. By giving individuals the right to make purchasing decisions on 
their own behalf, self-directed care programs enhance participants’ civil rights, including 
freedom from discrimination, the right to due process, and the right of personal autonomy. 


Fairness 

One of the most important values in the United States is that of fairness—the right of 
every individual to receive equal or comparable treatment. Enabling individuals with 
behavioral disorders to manage their own lives in ways that are more similar to the ways in 
which nondisabled individuals do represents a significant step toward achieving fairness. 

Freedom From Coercion 

Coercion, implicit or explicit, is a frequent component of human service and health care 
systems, particularly behavioral health care systems. Implicit coercion occurs when people 
are presented with little or no choice of services and are therefore coerced into accepting 
what is available. Explicit coercion arises when people are mandated to receive treatments/ 
services they do not desire or are treated against their will. Self-directed care programs can 
help to reduce this type of coercion by helping people design their own crisis management 
plans and define actions to be taken when they are unable to act on their own behalf. 
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Use of Free Market Forces 

Nearly all sectors of U.S. society are subject to market forces. Often, however, human 
services providers and those who receive care from them function outside the normal 
market structure, with limits on the ability to negotiate with recipients, third party 
purchasers, and government intermediaries. Enabling individuals with disabilities to 
become active in the marketplace by encouraging them to choose and pay for their care 
represents another means of integrating them into the larger society. Specifically, with 
funds, and therefore power, shifted away from providers to individuals with behavioral 
health care needs, these individuals become true “consumers.” Providers will need to sell 
themselves and their services to these consumers. 


T 

“We, the people who use 
the services, have to be 
involved at every level.” 

Advocate 
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III. SELF-DIRECTION-ESSENTIAL FOR SYSTEM 
TRANSFORMATION 


Self-directed care is of particular importance to the behavioral health care system because it 
represents one tool that can help transform the system to achieve the intent of the Olmstead 
decision and the President’s New Freedom Commission on Mental Health. Summit 
participants discussed these as well as the Institute of Medicine (IOM) Crossing the Quality 
Chasm report (IOM, 2001), trends in the commercial health insurance sector, and new 
SAMHSA programs that may contribute to advancing the concept of self-directed care. 


ACHIEVING THE INTENT OF OLMSTEAD 

The U.S. Supreme Court, in its 1999 Olmstead v. L.C. decision, determined that the 
unnecessary segregation of individuals with disabilities in institutions may constitute 
discrimination based on disability. The Court ruled that the Americans with Disabilities Act 
may require States to provide community-based services rather than institutional placements 
for individuals with disabilities. States, however, face many challenges as they attempt to bring 
themselves into compliance with this decision. Integrating individuals with serious mental 
health and substance use disorders into communities requires that housing and services be 
accessible. Self-directed care, implemented on a large scale, offers the potential of helping the 
system move in this direction. 


ACHIEVING THE VISION OF THE NEW FREEDOM COMMISSION 

The New Freedom Commission on Mental Health’s Goal 2, “Mental Health Care Is 
Consumer and Family Driven” incorporates a series of recommendations, several of which 
relate to self-directed care: 

■ Develop an individualized plan of care for every adult with a serious 
mental illness and child with a serious emotional disturbance. 

■ Involve consumers and families fully in orienting the mental health 
system toward recovery. 

■ Align relevant Federal programs to improve access and 
accountability for mental health services. 

■ Protect and enhance the rights of people with mental illnesses. 

Develop an Individualized Plan of Care for Every Adult with a Serious Mental 
Illness and Child with a Serious Emotional Disturbance 

In the Commission’s vision, these plans “should form the basis for care that is both consumer 
centered and coordinated across different programs and agencies . . . The funding for the plan 
would then follow the consumer, based on their individualized care plan” (NFC, 2003, p. 35). 
Although the Commission indicates that “Providers should develop these customized plans 
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in full partnership with consumers,” the Commission also cites the Cash and Counseling 
Demonstration waiver program as a model and says that “Each consumer or child’s 
family should receive the technical assistance necessary to develop the individual plan of 
care” (NFC, 2003, p. 36). Self-directed care programs offer the potential to achieve this 
recommendation. 


▼ 

“Unlike physical 
disabilities, invisible 
disabilities make it 
impossible for people 
to see the success 
stories unless people 
intentionally disclose 
that they have a mental 
illness, have recovered, 
and are living their lives.” 

Advocate 


T 

“To live with, not suffer 
from, mental illness” 

Advocate 


Involve Consumers and Families Fully in Orienting the Mental Health System 
Toward Recovery 

Although the Commission’s focus in this recommendation is on the need for expansion 
of consumer-run organizations and an increase in the number of consumers who work as 
providers, another interpretation is that individuals can be “involved” in the mental health 
system by directing their own care. As Fisher and Chamberlin (2004) suggest, a recovery- 
based mental health system would embrace the value of self-determination, among other 
values, and would therefore incorporate new models of care such as self-directed care. 

The Commission also highlighted the importance of consumer involvement in policy and 
planning at the organizational levels. Since the shift to self-directed care is a large policy 
transformation, consumers need to play a central role in policy change at managed care 
organizations as well as at State and Federal government levels. 

Align Relevant Federal Programs to Improve Access and Accountability for 
Mental Health Services 

The comments of many participants at the Summit echoed the Commission 
recommendations to clarify and coordinate the Federal funding guidelines and regulations 
relevant to people with mental illnesses.These guidelines often result in significant barriers 
to the integration of funds and the provision of self-directed services. Specifically, the 
Commission recommended that CMS and SAMHSA collaborate to develop self-directed 
services and supports for people with mental illnesses (NFC, 2003, p. 40). 

Protect and Enhance the Rights of People with Mental Illnesses 

The Commission, in making this recommendation, notes the importance of “fully 
integrating consumers into their communities under the Olmstead decision” (NFC, 2003). 
Clearly, self-directed care represents one means not just of protecting and enhancing rights, 
but also of extending rights in new ways. 


INSTITUTE OF MEDICINE —CROSSING THE QUALITY CHASM 

In its already classic 2001 report, Crossing the Quality Chasm, the Committee on Quality 
of Health Care in America of the Institute of Medicine (IOM) proposed six major aims 
for the health care system. It should, they said, be “safe, effective, patient-centered, timely, 
efficient, and equitable.” The report, focused primarily on the physical health care system, 
discusses six dimensions of patient-centered care (IOM, 2001, pp. 49-50): 

• Respect for patients’ values, preferences, and expressed needs 

• Coordination and integration of care 

• Information, communication, and education 

• Physical comfort 
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• Emotional support—relieving fear and anxiety 

• Involvement of family and friends 

Self-directed care programs clearly respond to most of these dimensions, and therefore 
represent an important means of working toward the patient-centered care envisioned by 
the IOM report. 

TRENDS IN THE COMMERCIAL HEALTH INSURANCE SECTOR 

Although they were not extensively discussed during the Summit, several new health 
reimbursement arrangements in the private sector are similar in their broad outlines 
to existing models of publicly funded self-directed care. For example, medical savings 
accounts, flexible spending accounts, and unified health accounts all offer participants more 
choice and flexibility than does ordinary health insurance. Greg Scandlen of the Galen 
Institute, a research organization that has explored these concepts, notes that “Ultimately, 
there is only one way to put patients back in the driver’s seat. Give them control over 
the resources, so they can make their own value judgments and trade-offs about their 
own health care priorities.” He continues, “In both financing and service delivery, we are 
entering the Information Age and leaving behind Industrial Age ideas of centralization, 
standardization, and paternalism. The new age implies the exact opposite—decentralization, 
customization, and empowerment” (Scandlen, 2003, April 9). 

SAMHSA PROGRAMS 

SAMHSA already is applying many of the principles of self-directed care in some 
programs.These programs include 

• Access to Recovery (ATR): This $100 million program provides new funds and an 
opportunity for States,Territories, and tribal governments to redesign their substance 
abuse treatment programs to provide more choice of treatment and recovery supports 
and an expanded group of providers for these services, including nontraditional and 
faith-based provider organizations. 

• Comprehensive Community Mental Health Services Program for Children and 
Their Families (Systems of Care): The system of care philosophy includes involving 
families of children, and children themselves when feasible, in making decisions about 
services. 

• Recovery Community Services Program: This SAMHSA program, which 
complements the Access to Recovery program, emphasizes peer-to-peer recovery 
support services that help prevent relapse and promote sustained recovery from alcohol 
and drug use disorders. 

• Consumer-Operated Services Program: SAMHSA funded seven consumer/peer- 
operated programs and a coordinating center in order to evaluate whether they are 
effective at improving outcomes and quality of life for people with mental illnesses. 

• 2002 Survey of Organized Consumer Self-Help Entities: SAMHSA funded 
this survey in order to provide the first national estimates of the number, use, and 
characteristics of consumer-operated services and mutual support groups and self-help 
organizations run by and for mental health consumers and/or families. 
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IV. HOW SELF-DIRECTED CARE OPERATES 


Papers prepared for the discussions at the Summit and the resulting discussions identified 
eight operational elements of a consumer-directed service system. These include 

■ Person-centered planning 

■ Individual budgeting 

■ Consumer and provider education 

■ Advocacy and coaching 

■ Expanded provider network 

■ Financial management 

■ Oversight/quality improvement 

■ Funding sources 


PERSON-CENTERED PLANNING 

At the heart of self-directed care are individualized service plans that are truly driven 
by the needs and desires of the individuals served. Michigan has mandated statewide 
implementation of person-centered planning. The core values and principles of person- 
centered planning are stated in the Michigan Mental Health Code as follows: 

Person-centered planning is a highly individualized process designed to respond to the 
expressed needs/desires of the individual. 

• Each individual has strengths and the ability to express preferences and to make 
choices. 

• The individual's choices and preferences shall always be considered, if not always 
granted. 

• Professionally trained staff will play a role in the planning and delivery of treatment 
and may play a role in the planning and delivery of supports. Their involvement 
occurs if the individual has expressed or demonstrated a need that could be met by 
professional intervention. 

• Treatment and supports identified through the process shall be provided in 
environments that promote maximum independence, community connections, and 
quality of life. 

• A person's cultural background shall be recognized and valued in the decision-making 
process. (Michigan Mental Health Code, 1995) 

Behavioral health systems have used individual service plans for years. Unfortunately, these 
plans often are driven by professionals and are used just to meet a requirement and/or 
justify Federal and State funding for services. Rarely are they thought of as a meaningful 




component of the actual treatment and recovery process. Person-centered planning turns 
the professional planning model on its head and suggests an entirely new approach to the 
planning process. 

Person-centered planning is essential to the success of any self-direction initiative. It 
forms the basis for at least one of the major recommendations from the workgroups 
and is discussed at greater length in the Fisher and Chamberlin paper prepared for the 
Summit (Fisher & Chamberlin, 2004). Demonstrating that this is not a problem unique to 
behavioral health, the Institute of Medicine similarly made person-centered medicine one 
of its major aims for restructuring the health care system (IOM, 2001). 

The difficulties involved in transforming a service system that is currently dominated by 
case management and professionalized services cannot be overstated. Imagine the changes 
needed in States and localities to shift from a situation in which physician sign-off is 
required on all care plans to one in which only consumer sign-off is required. Regulatory 
change, and perhaps even legislative change, as well as a significant change in culture, 
are likely to be necessary to overcome some of the barriers. For more on barriers, see 
Appendix C. 
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INDIVIDUAL BUDGETING 


“Changing the authority 
and power structure 
within the behavioral 
health service system 
must involve a 
concomitant change in 
financing.’’ 


A fundamental understanding and belief among many of the participants in the Summit 
was that changing the authority and power structure within the behavioral health 
service system must involve a concomitant change in financing to a system of individual 
budgeting. Individual budgets involve radically new ways to deliver and finance services. 
They have been implemented in many programs for people with mental retardation or 
developmental disabilities and in programs such as the FloridaSDC program that serves 
adults with mental illnesses. 


Individual budgeting is a significant challenge to States and others because it involves an 
entirely different set of financial management skills from those required for the grant-based 
and fee-for-services approaches currently in use. Individual budgets must be approved 
for a specific amount in advance of the actual use of services. The initial tendency is to 
use average costs and the same amount for all participants. Ideally, however, the amounts 
included in one’s budget are based on one’s specific needs and other resources available 
to one. Although FloridaSDC uses average cost to serve for cash-out purposes and cost 
neutrality, each person has an individualized costed-out budget amount, and if psychiatric 
needs exceed a person’s budget, the budget is increased to accommodate need. 


CONSUMER AND PROVIDER EDUCATION 

Enabling individuals to make informed decisions and purchasing choices will require new 
attention to consumer education. Individuals and the families of children being served 
will need to understand better the nature of their conditions and the range of appropriate 
options that are available to them. 
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Similarly, existing providers will need training and education on how to adapt to a more 
market-based self-directed services system. Funding levels will be much less secure and 
will change in different directions for different providers. Unless providers can effectively 
document outcomes, provide a positive experience for the individual receiving services, 
and market their services, they may experience a decline in funding. States adopting self- 
direction need to be acutely aware of the challenges their providers will face. At the same 
time, State officials should not needlessly support providers who have lost business because 
their consumers are “voting with their feet” and choosing other services. 

Provider and consumer education is vital not only on a logistical level, but especially 
on the level of changing the culture and attitudes of the mental health system. The 
emergence of self-directed care will require a shift from provider control to control shared 
with the consumer. Consumers must be trained to be active architects of their recovery, 
and providers must learn to be coaches instead of directors. People who themselves have 
recovered from mental illnesses or substance use can best provide this training. 


ADVOCACY AND COACHING 

One way to provide the education, guidance, and training necessary in self-directed 
initiatives is through advocacy and coaching by peers and staff. Summit participants 
strongly supported this new role for peers and paradigm shift for case managers in the 
existing system. The concept of advocates and coaches is consistent with several current 
efforts. 

• It is very similar to the recovery support roles identified in the Recovery Community 
Services Programs funded by CSAT. (See http://rcsp.samhsa.gov.) 

• William White wrote extensively of recovery coaching in his paper on peer-based 
addiction recovery support services prepared for the Summit (White, 2004). 

• Life coaches are a central element of the FloridaSDC program. (See http://www. 
floridasdc.info.) 

Although many of the models of coaching and advocacy can and should involve the use 
of peers in facilitating recovery, this role need not be restricted to peers. It can effectively 
include family members and many who are currently case managers and care coordinators, 
provided they can sufficiently adapt their approach and style. They must shift their paradigm 
from “managing” to “facilitation” and decision support. 

The changes required to implement peer advocacy and coaching will be challenging and 
will require leadership and extensive training of staff and peers in their new roles. 


EXPANDED PROVIDER NETWORK 

Central to all examples of self-direction in services for people with disabilities is the 
increased use of nontraditional providers of services. Cash and Counseling demonstrations 
expanded the range of individuals who were eligible to become providers and changed 
the credentialing and approval required for these providers. Recovery-based programs 




for the treatment of substance use disorders are firmly committed to the use of peers and 
others for recovery coaching, but the use of traditional financing vehicles (e.g., Medicaid) 
poses many obstacles to these nontraditional services. Access to Recovery explicitly seeks 
to expand services to include support providers and faith-based organizations. Although 
theirs is not a true self-direction initiative, Georgia has been very successful in the 
implementation of peer support and recovery services using the Medicaid Rehabilitation 
Option to expand their network in support of recovery. (For more information, see http:// 
www.gacps.org.) All these services should be included in self-direction initiatives. They 
will serve to expand the available pool of providers, provide more cost-effective care and 
support, and maintain recovery. Workforce development, training, and the development of 
a career ladder are also essential. 


FINANCIAL MANAGEMENT 

Individual budgeting and self-direction require a new set of financial management tools 
for the administration of self-direction funds. Cook, Terrell, andjonikas (2004) described 
the need for financial management services and support brokerages. Cavanaugh (2004) 
raised many questions and issues regarding the administration of these programs. Many of 
these questions have been addressed successfully for people with mental retardation and 
developmental disabilities across the country. The behavioral health field can benefit from 
their experience and from the growth of firms that are working in this area, including 
banks, accounting firms, and other specialized firms. 

Financial management includes several distinct activities: determination and approval of 
the funding amount for individual accounts; administration of spending activity within 
these accounts, including authorization by consumers, receipt of invoices, monitoring 
expenses, management of cash balances, and budget revisions; and fiscal intermediary 
services. Consumers who want to employ an individual for support services can rely on 
fiscal intermediaries to take care of paying the bills and basic payroll and tax reporting 
requirements.The fiscal intermediary becomes the fiscal conduit and the employer of 
record on behalf of the consumer. 
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“Clearly, recipients' 
satisfaction with services 
will be a foundation for 
their purchasing 
decisions.’’ 


OVERSIGHT AND QUALITY IMPROVEMENT 

Self-directed services require a new paradigm for public oversight and quality 
improvement.The most significant shift involves the basic change in financial arrangements. 
No longer is a third party purchasing services on behalf of the individual receiving those 
services. Now the consumer is both receiving and paying for the services. If the changes in 
financing have been successful and there is true choice among providers, then individuals 
who receive poor quality services have the freedom not to purchase those services. 
Consumer protection, oversight, and quality improvement efforts are needed, however, to 
monitor marketing efforts by providers and to offer information to individuals receiving 
services so that they can make informed choices among providers. Clearly, recipients’ 
satisfaction with services will be a foundation for their purchasing decisions and should 
receive equal attention from State officials. 
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Quality improvement in the context of self-direction and self-determination can achieve 
a more radical and far-reaching goal, however. As Nerney (2004) points out, quality 
ultimately should be defined by “quality of life.” He notes that “The quality of life of 
individuals receiving supports should be measured against the quality of life of individuals 
in the general public, as opposed to comparing them only to other individuals receiving 
services.” 


FUNDING SOURCES 

Cook, Terrell, andjonikas (2004) provide a comprehensive review of the various financing 
streams that are options for self-directed services. As has been seen in many managed 
care and childrens system of care efforts, the choices that are made by each State and 
program to blend or braid funding will be unique to the circumstances and structure of 
the local system.The major funding sources will be State funds, SAMHSA block grants, 
special grants, and the various Medicaid options, including State plan services, rehab 
options, system change grants, and waivers. Cook et al. also identify a range of other 
funding sources that impact self-determination and could be part of a self-direction effort. 
These sources include housing, vocational rehabilitation, public disability income support 
programs (SSI and SSDI), and the Ticket to Work and Work Incentives Improvement Act, 
among others. 

States planning self-direction initiatives must address unique reporting and regulatory issues 
within each funding source. This gives rise to the term “braided funding,” because the 
administering entity (State Mental Health Authority or Fiscal Intermediary) is responsible 
for identifying the sources and uses of funds and separately reporting to each of these 
sources. Traditional methods of funding discrete programs from each funding source 
make accounting and reporting easier, but make it much more challenging to create 
“person-centered” rather than “program-centered” services.The funding paradigm changes 
significantly with the adoption of self-direction and individual service accounts. Many of 
the participants at the Summit from both the mental health and substance use disorders 
treatment and recovery communities identified the Medicaid IMD (Institutions for Mental 
Disease) exclusion as a major obstacle to providing services. 

New funds provided through the President’s Access to Recovery (ATR) initiative can be 
used to provide and expand recovery support services within the community, as well as 
to develop experience with self-directed care and recovery support in the treatment of 
substance use disorders. 

The major challenge faced by many efforts to implement self-direction involves “cash¬ 
outs” of funding from existing provider contracts to finance individual budgets for self- 
directed accounts. Not surprisingly, existing providers may resist efforts to reduce their 
own contracts and to expand the pool of available providers by recognizing alternative 
providers. At the same time, consumer-directed services should meet the same standards for 
effectiveness as other publicly funded services. 
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V. SOME EXAMPLES OF SELF-DIRECTED CARE 
PROGRAMS 


Although the Florida Self-Directed Care Program is the only known completely operational 
self-directed care program in behavioral health, the number of efforts to expand self-direction 
in behavioral health is increasing. In this section, several self-directed programs, their key 
features, and some of the lessons that these efforts can provide for the behavioral health 
field are discussed. Appendix B lists the Internet sites referenced here for those seeking 
more information about the programs. 


FloridaSDC 


The Florida Self-Directed Care (FloridaSDC) program is a completely 
operational self-direction program for adults with mental illnesses. It took 
approximately 3 years of community grassroots planning and a single legislative 
session to be authorized. After it was authorized, it took another year to be 
implemented. The program can accommodate 106 participants. It has gained 
national attention, and the 2004 Florida Legislature authorized expansion of the 
program based on its initial success. 

Eligibility criteria include eligibility for SSI, SSDI, Disabled Veterans income, 
or some other form of disability income due to a psychiatric disability; 
residency requirements; and voluntary consent to enter the program. Applicants 
must terminate case management services and be willing and ready to accept 
responsibility for setting their personal recovery goals. 
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“FloridaSDC is driven 
by individual fraadom 
of choice in setting 
self-determined goals 
and selecting one's own 
services and providers 
during the journey to 
recovery from a mental 
illness.” 

www. FloridaSD C. info 


The program provides Life Coaches who help participants determine their 
eligibility and readiness to participate in the program. Life Coaches also provide 
support and guidance as requested with the development of the Recovery Plan, 
the completion of other documentation by the participant, and the completion 
of certain State reporting. 

A large amount of very useful information on FloridaSDC is available on its 
Web site (www.floridasdc.info). The site includes participant and provider 
information, all of the forms and documents used by the program, service 
directions, and other information. An evaluation of the program is being 
completed by the Center on Mental Health Services Research and Policy in 
the Department of Psychiatry at the University of Illinois at Chicago. 
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Cash and Counseling 
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“Consum@r satisfaction 
is significantly higher 
under[Cash and 
Counseling] than any 
other traditional service 
delivery model.” 


The Cash and Counseling demonstrations were funded by The Robert Wood 
Johnson Foundation (RWJF) and the U.S. Department of Health and Human 
Services.They began enrolling individuals in 1998 in Arkansas, and subsequently 
in New Jersey and Florida. The programs sought to demonstrate that consumer- 
directed support services for community living could be provided to individuals 
with disabilities on Medicaid through the use of a flexible monthly allowance 
and, in many cases, with the use of fiscal intermediaries. The results of the 
program have been positive. Arkansas’ experience demonstrates that States can 
implement the program at a cost no greater than that of agency-based models of 
care and with generally higher levels of satisfaction (Dale et al., 2003). 


Researcher 


Cash and Counseling programs have all concentrated on Medicaid personal 
care services for persons with disabilities, primarily those with developmental 
and physical disabilities, and older adults. However, individuals with mental 
health diagnoses have been served, and data on this subset of the participants 
are currently being studied. Services are generally limited to personal care, and 
in some cases, supplies and equipment, that will allow individuals to remain 
in the community. Most individuals and States found it advantageous to use 
fiscal intermediaries for the management of funds and to act as the employer of 
record for participants in the program. More information about the program is 
available at http://www.cashandcounseling.org/index.html. 


Michigan’s Person-Centered Planning Initiative 


In 1998, Michigan began a major shift in the financing of its mental health, 
substance abuse, and developmental disability services through the creation of 
Community Mental Health Services Programs. The State has bundled money 
for one or a group of counties into one managed care contract under 1915(b) 
and 1915(c) waiver authority.This financing innovation is similar in many ways 
to the steps taken by several other States—California, Florida, and Colorado, for 
example—to implement managed care in behavioral health services. However, 
Michigan’s legislation goes beyond a traditional managed care approach in 
that it requires the implementation of a person-centered plan for all specialty 
services.This plan is fully incorporated into the managed care plan for behavioral 
health services. Michigan is one of the first States working to implement self- 
determination through person-centered planning. Evaluation results have 
documented the effectiveness of the new financing approaches, but there is little 
information in the literature or available from the State on the effectiveness of 
the person-centered planning requirements and progress in reaching the goals 
of more self-directed care. More information is available on the CMS Promising 
Practices Web site: http://www.cms.hhs.gov/promisingpractices/mipcp.pdf. 
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Programs for People with Mental Retardation 
and Developmental Disabilities 


Early work in self-determination focused on consumer choice in daily activities 
and in individual service planning for people with mental retardation and 
developmental disabilities. Much of this work centered on values training and 
efforts to train staff and administrators in the new philosophy of choice and 
freedom. Progress was made, but it became clear to many that until the economic 
balance of power between consumers and providers was modified, any change 
would be temporary and limited. 

In response to this situation, a number of efforts were developed to demonstrate 
the impact of changes in funding in the service system. Most of this work was 
sparked by 1993 funding of the Monadnock Self-Determination for People 
with Disabilities Project in New Hampshire by The Robert Wood Johnson 
Foundation (RWJF). RWJF convened a group to plan for the expansion of this 
program in 1995 and issued a call for proposals in 1996. This led to 1997 funding 
for the RWJF Self-Determination Initiative. This initiative funded planning 
efforts in Arizona, Connecticut, Florida, Hawaii, Iowa, Kansas, Maryland, 
Massachusetts, Michigan, Minnesota, Ohio, Oregon, Pennsylvania, Texas, Utah, 
Vermont, Washington, and Wisconsin. The National Program Office was located 
at the University of New Hampshire. Ten other States received smaller technical 
assistance grants. Two follow-on RWJF grants provided up to 5 years of grant 
support to two projects in self-determination for people with developmental 
disabilities in Florida and Massachusetts to more specifically replicate the 
Monadnock Project. See http://rwjf.org/reports/grr/PC379.htm. 

Since that time, numerous programs have implemented self-direction and 
individual budgeting in Medicaid through Home and Community Based, 
or 1915(c), waivers. However, since almost all these States have used 1915(c) 
waivers to fund deinstitutionalization efforts for people with mental retardation 
and developmental disabilities, self-direction and self-determination efforts have 
generally been limited to these populations. 


Oregon Plans 


The Oregon Technical Assistance Corporation (OTAC) runs a self- 
determination program for individuals with developmental disabilities. Working 
with the Oregon Health Science University Center for Self-Determination, 
OTAC is seeking to expand to a small program in Multnomah County for 
individuals with mental illnesses. See http://selfdeterminationohsu.org for 
more information as it becomes available. 
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Self-determination 
“views human services 
as a means to an end 
and not an end in itself.” 

Technical Assistance Provider 
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Centers for Medicare and Medicaid Services 
Waiver Models 


Among the President’s New Freedom Initiative activities within DHHS, the 
Centers for Medicare and Medicaid Services (CMS) have developed templates 
and guidelines for States that seek to implement self-direction initiatives. 
These include instructions for modifying 1915(c) Home and Community 
Based Waivers and also include a new class of section 1115 Research and 
Demonstration Waivers known as Independence Plus: A Demonstration Program 
for Family or Individual Directed Community Services. One core element 
of the Independence Plus Waiver is that the program is voluntary. Voluntary 
participation is fundamental for self-direction. Self-direction programs might 
not be right for everyone. Other elements of the Independence Plus Waiver 
are that a fiscal employer/agent will be used and that the State will conduct 
an evaluation of the program. In addition, CMS has developed Special Terms 
and Conditions for all Independence Plus Waivers that include a required 
submission and approval of an Operational Protocol (OP).This OP must include 
the organization and structure of the program; benefits; reporting requirements; 
a description of outreach and marketing; eligibility and enrollment, quality 
assurance, and monitoring procedures; education, counseling, and fiscal agent 
services; participant protection; and a description of the evaluation design. 

The template for Home and Community Based Waivers addresses a range of issues 
associated with the plan of care: use of individual budgets; provider selection; 
plan of care management; participant protections; and quality assurance. It is less 
comprehensive and detailed than the Independence Plus Waiver application, but 
touches on many of the same issues. More details can be found on the CMS 
Web site: http://www.cms.hhs.gov/independenceplus. 


Other Options That Embody Self- 
Determination in the Behavioral Health System 


Many mental health services programs incorporate some of the elements of 
self-direction. These include many consumer-operated services, local efforts to 
implement person-centered planning, program or agency level flexible spending 
accounts for a range of community support services, and others. One of the more 
notable efforts is the development in Georgia of the Peer Specialists program 
that is funded by Medicaid. These Peer Specialists provide services, advocacy, 
and recovery-based coaching for consumers within Georgia. This program is 
an example of the creative ways that States are using Medicaid financing for 
recovery-based services. (See http://www.gacps.org.) 








TREATMENT OF SUBSTANCE USE DISORDERS 

Until recent initiatives such as Access to Recovery and the Recovery Community 
Services Program, there were no federally funded self-directed treatment and recovery 
programs for people with a primary diagnosis of substance use disorders. Federal and State 
funds were directed primarily toward research and the support of professional inpatient and 
outpatient treatment programs. 

The substance use disorders field has a long history of mutual support and self-help groups, 
such as Alcoholics Anonymous (AA), Narcotics Anonymous (NA), and Alanon, that operate 
on principles of peer support outside of the health care financing system. Oxford Houses 
are a model for recovery homes, peer-operated alcohol- and drug-free residences. Today 
more than 100,000 AA groups meet in more than 150 countries around the world, and 
more than 800 recovery homes operate in the United States. Some of the people who 
participate in mutual support groups and/or live in recovery homes have achieved recovery 
this way. Others have achieved recovery through professional inpatient or outpatient 
treatment, and others through medication-assisted treatment or one of the many other 
pathways to recovery. 


Recovery Community Services Program 
(RCSP) 


Through the Recovery Community Services Program (RCSP), CSAT supports 
the development of models of peer-to-peer recovery support services. The 
RCSP grantees are pioneering peer services to help prevent relapse and promote 
long-term recovery. Currently, 30 RCSP grantees are at various stages of design 
and implementation. Their service models run the gamut of social support 
modalities, including peer mentoring and coaching, the creation of learning 
circles and other peer-directed adult learning environments, concrete peer 
assistance with the challenges of early recovery such as housing, employment, 
and parenting, and safe alcohol and drug-free opportunities to share community 
and celebrate recovery. 

Many of these projects are targeted at special populations whose self-identified 
recovery support needs vary in some respects from so-called standard models. 
These groups include, for example, women; groups that self-defme by reference 
to culture or ethnicity (including recent immigrants); people with coexisting 
disorders; individuals attempting to sustain recovery as they reenter the 
community from a correctional environment; people in recovery in the lesbian, 
gay, bisexual, and transgendered community; people with physical disabilities 
in recovery; and men and women for whom trauma and often homelessness 
has been a part of their substance use history. Many grantees also work with 
families. 
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RCSP has been enthusiastically received by people in recovery and those 
seeking recovery, as well as their families. Collaborators in the community— 
such as faith-based groups, community-based groups dealing with issues often 
associated with substance use problems (such as homelessness and HIV), as 
well as treatment professionals and State systems—are becoming increasingly 
supportive as well. Expanding RCSP and the formal roles of people in recovery 
within the continuum of services will help to develop the consumer movement 
within the treatment system for people with substance use disorders. It will 
provide important supports for individuals seeking to maintain their recovery 
and will advance the goals of self-directed care in the field. See http://www. 
rcsp.samhsa.gov for more information. 


Access to Recovery (ATR) 


Anew Presidential initiative, Access to Recovery (ATR),provides people seeking 
drug and alcohol treatment with vouchers to pay for a range of appropriate 
community-based services. The vouchers promote individual choice for substance 
use clinical treatment and recovery support services by expanding access to 
care, including access to faith- and community-based programs, and increasing 
substance use treatment capacity. Programs are required to monitor outcomes, 
track costs, and prevent waste, fraud, and abuse. Thus, the ATR initiative offers 
the promise of the development of self-directed programs for individuals with 
substance use disorders. Besides increasing individual choice and expanding the 
use of nontraditional services, vouchers will prompt existing providers to be 
more market oriented and consumer centered. 

This major national initiative funds up to $100 million in services in 
approximately 14 States, tribal governments, and Territories. Implementation 
of the ATR projects began in Fall 2004. See http://www.atr.samhsa.gov for 
more information on these grants. 






VI. VISIONS OF A FUTURE SELF-DIRECTED 
SERVICE SYSTEM 


The ultimate goal of the Summit was to recommend to SAMHSA specific action steps 
for the expansion and development of consumer/self-direction initiatives at the State 
and local levels. Four breakout workgroups (Children and Families, Adults with Mental 
Illnesses, Adults with Substance Use Disorders, and Infrastructure) developed these 
recommendations.The workgroups encouraged all attendees to contribute action items 
from their perspectives. 


COMMON THEMES 


Each workgroup clearly laid out its own vision, and themes that were common across all 
groups were subsequently identified. In this section, the common themes are summarized. 

Person-Centered Planning 

All the participants’ visions of a consumer-directed service system included person- 
centered service planning. Every consumer needs to be actively involved in his or her 
treatment plan and informed about directing his or her own recovery, with professional 
support if and as needed. Fundamentally, person-centered care will ensure that consumers 
have the ownership and freedom to choose services that satisfy their wants and needs, 
by putting the control of resources in their hands. The slogan adopted by the disability 
community, “Nothing about us without us,” captures this sentiment and applies to 
every organizational level of the behavioral health system: individual, the local provider, 
the managed care organization, the State agencies, and the Federal administration. 
Implementing person-centered planning in behavioral health systems involves a major shift 
in the culture, training, and activities of the professionals in the system. The scope of this 
kind of change as well as its importance should not be underestimated. 
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“... each adult with a 
serious marital illness 
and each child with 
a serious emotional 
disturbance [shall] have 
an individualized plan 
of care [and] consumer 
needs and preferences 
should drive the type and 
mix of services provided.” 

New Freedom Commission 
on Mental Health: Final 
Report, p. 35 


Integrated System of Care 

Workgroups underlined the importance of creating an accessible, integrated system of care 
to help realize the goal of a self-directed service system. Such a system offers a full array of 
services that are linked to community and natural supports. Services and the overarching 
program should seek to facilitate community integration and promote resilience. In this 
vision, individuals are free to choose from an array of services that are most appropriate 
for their stage of recovery. A person’s recovery will be based on a lifetime recovery plan 
that makes appropriate use of the continuum of care. States and public behavioral health 
systems differ dramatically in the degree to which they currently provide a full continuum 
of services; however, self-directed services can help to significantly speed up the changes 
that are needed in these systems of care. 
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Quality and Outcomes 

Participants agreed drat, rather than focusing exclusively on outcomes that are important 
to other stakeholders, any measurement system must include outcomes that are significant 
to service recipients and are desired by any person, regardless of any disability. The groups 
emphasized the need for individuals to evaluate the quality of their own care and lives. 
Quality improvement efforts must be driven by the participants perspective—the “voice of 
the consumer.” Similarly, outcome measures should include broad recovery indicators, such 
as housing, employment, health care, education, and transportation, and other quality of 
life measures, not just measures of symptoms. 

Access and Cultural Competence 

There was also a consensus that individuals should have access to services that are culturally 
competent. Using peer leaders from the indigenous community as service providers and 
implementing systems with expanded choice of providers and services will help to improve 
the cultural relevance of services and the appropriateness of these services to the members 
of diverse racial and ethnic communities. In a self-directed system, services will evolve to 
be more responsive and culturally relevant. In this manner, a self-directed care system will 
embrace diversity and include all populations. 

Transformation of Providers’ Roles 

Another theme that surfaced in all workgroups was the need for a transformation of the 
current roles and functions of professionals. In a self-directed system, providers will be 
educated and trained to offer requested information and provide decision support services. 
Case managers will become advocates and coaches for the individuals they serve. This shift 
requires changes in training and leadership, and also may require regulatory changes. 


INDIVIDUAL WORKGROUPS’ VISIONS 


“We have taken the 
people out of institutions 
but we have not taken 
institutional thinking out 
of the people.” 

Advocate 


The four workgroups also highlighted different themes in their visions of a consumer- 
directed service system. The visions of the individual workgroups—(1) Children and 
Families, (2) Adults with Mental Illnesses, (3) Adults with Substance Use Disorders, and (4) 
Infrastructure (including Oversight, Financing, and Systems)—are summarized here. 

Children and Families 

The Children and Families workgroup’s vision focuses on access to information, skill¬ 
building, a comprehensive system of supports, and an array of treatment services. These 
services and supports are fully funded and seamlessly incorporate privately insured and 
publicly funded components. In addition, children with serious emotional disturbances 
are universally eligible for Medicaid services. Family organizations have sufficient funds, 
training, and staff to operate in a meaningful way. Communities offer a range of supports 
that are culturally competent.Youth and families oversee outcome-based funding. Finally, 
the vision includes a person-centered, lifelong recovery plan for every child. 


Adults with Mental Illnesses 

This group emphasized that self-direction is not a single program but rather a foundational 
value; individual wants and needs direct all service delivery. A self-directed system is 
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totally person-centered, with individuals involved at every stage of their care. In this 
vision, participants are provided with the tools they need; they have access to information 
about benefits, financial and educational planning, outreach assistance, peer support, 
and peer-operated services to facilitate recovery In this vision, the roles and functions 
of professionals change. Providers are educated to respond to individuals’ requests with 
respect, and they are able to provide their clients with the information they want regarding 
their treatment. 

The group highlighted the importance of redesigning the public mental health system to 
support the following outcomes, using the performance of existing systems as a baseline 
measure: 

• Individuals feel that they are moving forward with their lives and are able to make 
progress toward economic self-sufficiency. 

• Individuals have the opportunity to do things that are productive and personally 
meaningful. 

• Individuals live where they want to and have access to available resources.This standard 
assumes that there are decent choices and the person is aware of them. 

“Nothing about us without us” is the guiding principle that is to include the meaningful 
participation of people with psychiatric disabilities at every level and activity of self- 
directed care (development, implementation, and evaluation). 

Adults with Substance Use Disorders 

The shared vision of this workgroup stressed the importance of a network of support, 
including friends, family, and community. They emphasized a greater role for peer advisors. 
The concept of “no wrong door to recovery” provides the foundation for this system. 
Consequently, a service system incorporating housing, employment, health care, education, 
and transportation is available. Participants have access to services that are person-centered, 
user-friendly, diverse, and based in the community or neighborhood. Education regarding 
treatment options is also available, so that individuals are prepared to make choices and 
direct their own care. 

Infrastructure (Oversight, Financing, Systems) 

This workgroup summarized their collective vision concerning a self-directed system of 
care with the following statement: 

“We envision a future where everyone impacted by a mental illness and/or 
substance use disorder across their lifespan achieves recovery built upon a self- 
directed life in the community and centered on freedom and resilience. ” 


▼ 

“We envision a future 
where everyone 
impacted by a mental 
illness and/or substance 
use disorder across 
their lifespan achieves 
recovery built upon 
a self-directed life in 
the community and 
centered on freedom 
and resilience.’’ 

Infrastructure Vision 
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VII. RECOMMENDATIONS OF THE SUMMIT 
WORKGROUPS 


The overarching and unanimous message from the recommendations of the Summit 
workgroups is that SAMHSA, in partnership with other Federal agencies, should provide 
strong leadership and resources to States in the implementation of self-directed care for 
consumers with mental illnesses and substance use disorders. In addition, participants 
recommended that SAMHSA challenge the present barriers in Federal funding and 
statutes that limit choice, freedom, and self-direction for people with mental illnesses and 
substance use disorders. A number of the recommendations were aimed at re-educating 
and reorienting the public, providers, and professionals about self-directed care as a viable 
option for individuals with mental illnesses and substance use disorders. Although specific 
recommendations differ somewhat across population groups, virtually all of the participants 
and workgroup recommendations sought ways to enhance many of the values and 
principles of self-determination: freedom, authority, support, responsibility, and participation. 
(For the workgroups’ lists of specific recommendations, please see Appendix D.) 


SAMHSA should 
challenge the present 
barriers in Federal 
funding and statute that 
limit choico, freedom, 
and self-direction for 
people with montal 
illnesses and substance 
uso disorders. 


RECOMMENDATIONS COMMON ACROSS TWO OR MORE GROUPS 

When the workgroups’ lists of recommendations were compared, the following were found 

to be suggested more than once. 

• Develop a national leadership team to champion a self-direction effort, act as a 
resource for information, and facilitate policy development. This could be an external 
group such as the National Recovery Initiative Steering Committee proposed by 
Fisher and Chamberlin in their paper, or an executive leadership team as proposed 
by the Infrastructure Group. It is clear that interagency cooperation is necessary and 
consumer input is essential. Consider developing more than one group —one for 
coordinating self-direction policy for SAMHSA across the Centers and with sister 
agencies, and other groups for each of the Centers and different populations. 

• As funds permit, facilitate the development of self-direction programs through 
demonstrations and other sources of support to complement and expand upon existing 
efforts and the Access to Recovery initiative. 

• Provide technical assistance and training where needed on all aspects of self-direction, 
including, but not limited to, State technical assistance and workforce training for 
providers and self-advocates. 

• Evaluate existing programs and barriers to self-direction, then disseminate the 
information and the findings. Where possible, work with the National Institute of 
Mental Health, the National Institute on Drug Abuse, and the National Institute on 
Alcohol Abuse and Alcoholism to develop evidence-based practices. 

• Facilitate person-centered planning as one critical piece of self-direction and an 
element of all treatment services. 
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• Develop a more formal process to share promising and evidence-based practices in 
self-direction. 

• Review and disseminate information on different financing options for self-direction, 
including Medicaid and other Federal funding, block grants, State options, and private 
sources of support. 

• Actively promote collaboration among agencies involved with the behavioral health 
field, including Federal and State agencies. 

• Facilitate and seek additional sources of financial support for self-direction from 
existing and new sources, including CMS, Ticket to Work, Social Security, and IDAs. 

• Integrate self-direction into existing State planning mechanisms, e.g., incorporate 
consumer health education requirements into all State planning grant applications. 

• Develop and enhance existing self-education technologies and materials to provide 
individuals with access to information about their condition and the treatments of 
choice for that condition. 

• Develop media and public relations campaigns to combat stigma and discriminatory 
barriers to recovery, promote society-wide policies that promote and support recovery 
and full integration into society, and expand support for consumer direction. 

• Facilitate the involvement of consumers and families in all aspects of this effort, 
particularly the development of local and State initiatives. 


INFRASTRUCTURE GROUP RECOMMENDATIONS 


T 

“... facilitate local 
community involvement 
at all levels in advancing 
self-direction.” 

Infrastructure 

Recommendation 


The Infrastructure workgroup developed recommendations for SAMHSA on oversight, 
financing, and the administration of consumer or self-directed services. The group had a 
broad representation of Federal officials, representatives of provider groups, advocates, and 
consumer representatives from both mental health and addiction recovery fields. 

Group members reached a consensus that self-direction required a holistic focus, involving 
representation and perhaps funding from many government agencies, including education, 
housing, health care, vocational rehabilitation, and other entities. It was particularly clear 
to this group that the concept of self-direction fits well with the many other efforts that 
are currently underway in the Federal government, including housing subsidy and support, 
health savings accounts, individual development accounts, and the recommendations from 
the Institute of Medicine Crossing the Quality Chasm report. One suggestion from the 
group was that information on the sources and levels of behavioral health funding in each 
of the various Federal agencies should be identified by SAMHSA and broadly disseminated 
to provide a clear understanding of the scope of services and the potential gaps in Federal 
funding. 


The Infrastructure workgroup also clearly recognized the importance of finding ways to 
facilitate local community involvement in advancing self-direction. At the same time, they 
recognized the need to give incentives to self-directed care initiatives in the form of grants, 
technical assistance, and new pilot programs. One way to advance self-direction is through 
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policy academies that disseminate knowledge about self-directed care to States. Finally, 
self-direction efforts should cut across all the Centers and be included as a cross-cutting 
principle for the SAMHSA Matrix. The specific recommendations from the Infrastructure 
workgroup are listed in Appendix D. 


CHILDREN AND FAMILIES GROUP RECOMMENDATIONS 

The Children and Families workgroup discussed the needs and goals of children and their 
families in both the mental health and substance use treatment service systems, although 
the majority of the group’s attention was given to mental health and co-occurring 
conditions. In general, participants in the group felt that the role of families in service 
planning had improved, but lack of choice was an overarching concern. Other issues cited 
by the workgroup were the need to plan for minority populations and families living in 
rural and urban areas; the need for family education and training for all populations and 
racial/ethnic groups; and the relevance and importance of incorporating many of the 
values, tools, and practices from Children’s System of Care grants for children with serious 
emotional disturbances into programs for substance use disorders. 

The workgroup’s specific recommendations are listed in Appendix D. They focus 
on changes in Medicaid financing, developing a public health model, establishing a 
clearinghouse, and using existing waivers to develop consumer direction efforts. A theme, 
echoed through all the workgroups, was the importance of having families and youth 
involved in planning, evaluation design, and ongoing advocacy efforts. 


T 

“We have given families 
voice, but we haven't 
given families choice.’’ 

Advocate 


ADULTS WITH MENTAL ILLNESSES GROUP RECOMMENDATIONS 

After developing a shared vision of self-directed services, the Adults with Mental Illnesses 
workgroup spent some time highlighting many of the areas of the current service system 
that can provide a foundation for self-direction. Several participants commented on 
the long list of positive accomplishments in many (but certainly not all) mental health 
systems. Selected examples include peer provided and designed services; the use of advance 
directives; beginning efforts to implement person-centered planning; the use of informed 
consent; strengths-based approaches to service planning; human rights and grievance 
processes that work; Protection and Advocacy programs and other legal supports; increasing 
Offices of Consumer Affairs and consumer presence on planning boards; the development 
of some self-management tools; removal of work disincentives; the increase in the number 
of cross-disability coalitions; the recognition of trauma and trauma services; voluntary 
access to an array of psychiatric medications; and supported employment, housing, and 
education. 

The group recognized that self-determination was the goal of a transformed mental health 
system, and self-directed care is one methodology to achieve that. “Money follows the 
person” is too narrow a focus when talking about self-determination. 
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The group felt that the public mental health system should be designed to achieve 
the following individual outcomes: 

• People living where they want to live given available resources; 

• A broad and diverse social support system of their own choosing; 

• Opportunity to be productive and do things that are personally meaningful; and 

• A feeling of progress and recovery in life, including progress towards or achievement 
of economic self-sufficiency. 

For the workgroup’s list of specific recommendations, see Appendix D. 


“We have to integrate 
people into the 
community and give 
them the opportunity 
to do things that other 
people do that are 
age-appropriate and 
appropriate to their 
interests and levels of 
achievement.” 

Advocate 


ADULTS WITH SUBSTANCE USE DISORDERS GROUP 
RECOMMENDATIONS 

This workgroup developed an extensive vision of a self-directed and person-centered 
service system for those with substance use disorders. They identified strengths of the 
current system, as well as future needs, and made recommendations. 

Selected current strengths of the services system and key issues in the discussion included 

• Peer recovery-based services funded through the Recovery Community Services 
Program; 

• The body of knowledge and research for self-support and how to create person- 
centered services; 

• The promise of the Access to Recovery initiative to expand the scope and continuum 
of services for many States and to educate and involve community-based organizations 
and peer and faith-based organizations; 

• Awareness of screening and brief interventions; 

• The strong role of the recovery movement; 

• New pharmacological tools; and 

• Increasing acceptance of recovery among national leaders. 

Participants acknowledged the need for continuing efforts to reduce stigma and 
discrimination and educate the public on recovery through the media and public relations. 
SAMHSA should provide leadership for interagency initiatives at Federal, State, and local 
levels, and should increase support for consumer education and consumer empowerment. 
Finally, SAMHSA needs to develop recovery-based performance measures and build on 
the success of Access to Recovery. For the workgroups list of specific recommendations, 
see Appendix D. 


36 




. CONCLUSION AND NEXT STEPS 


The 2004 Consumer Direction Initiative Summit provided an opportunity to chart one of 
the roadmaps for transformation of the behavioral health system for people with substance 
use disorders and mental illnesses. Its goal was to establish a foundation and a framework to 
support self-directed care initiatives at State and local levels. With the foundation provided 
primarily by eight different papers prepared for the Summit, participants in workgroups 
were asked to prepare recommendations to SAMHSA. 

The recommendations developed by each of the workgroups were presented to the 
Directors of the three SAMHSA Centers at the end of the Summit. Each Director 
provided his or her perspective on the workgroup recommendations and noted the critical 
importance of self-direction to the underlying SAMHSA mission—“Building resilience 
and facilitating recovery.” All agreed that self-direction underlies the priorities and 
principles of the SAMHSA Matrix. 

Self-direction has its roots in the somewhat broader “self-determination” movement for 
disability rights. Mental health and addiction recovery advocacy groups can learn much 
about the needed change process from that movement. The goal of the self-determination 
movement for people with disabilities has always been to help individuals “craft 
a meaningful life in their communities, rich in relationships and deeply connected” 
(Nerney, 2004). In fact, that is also the heart of the SAMHSA vision—“A life in the 
community for everyone.” 

The recommendations from the Summit are consistent with and significantly advance 
the recommendations from the President’s New Freedom Commission and the Institute 
of Medicine Crossing the Quality Chasm reports. These reports provide an extraordinary 
opportunity for the field to advance self-direction efforts. In calling for transformation of 
mental health care, the New Freedom Commission recommended that relevant Federal 
agencies propose demonstration programs for self-directed services and supports for people 
with mental illnesses (NFC, p. 40). Bringing to scale the significant efforts in Florida, 
Michigan, Oregon, and other areas and developing a self-direction action plan within 
SAMHSA will advance the goals set by the Commission and IOM reports. 

The implementation of ATR will provide important lessons on how States seek to take 
advantage of this opportunity to increase choice and expand the range of treatment and 
recovery options available to individuals in need of services for substance use disorders. 

The degrees of transformation proposed by States are likely to differ significantly, but ATR 
is likely to have a significant impact on the consumer movement in the treatment of and 
recovery from substance use disorders. 

It will be much more difficult to implement self-direction in existing programs. Cashing 
out funds from provider contracts to create individual service accounts will be resisted 
by many, if not all, providers unless it is done slowly and very carefully. It will require 
leadership at the Federal level, support and technical assistance from those States with 




innovative models that have demonstrated success, and grassroots advocacy. Legislation is 
likely to be needed in many States to push the system forward; in others, executive branch 
and advocate leadership may be sufficient. Advocates and professionals at State and local 
levels are encouraged to work with local policymakers to develop these initiatives.The 
barriers to self-directed care are discussed in more detail in Appendix C. 

Self-direction promises to provide individuals who are receiving publicly funded services 
the freedom, authority, responsibility, and support that everyone expects for themselves and 
for their families. 
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APPENDIX B: SELECTED INTERNET RESOURCES 


This list of selected Internet sites includes a variety of consumer direction and related 
efforts for people who want more information on consumer direction initiatives.The sites 
that are directly relevant for behavioral health are few at this time. Many of the sites are 
from programs or grants that serve people with disabilities and older adults. Other sites 
provide policy and research articles that may be relevant. This list is provided as a resource. 

It is not exhaustive, nor does the content necessarily reflect the views, opinions, or policies of 
SAMHSA or DHHS. 

GENERAL INFORMATION 
The Center for Self-Determination 

The Center homepage includes news, State-by-State summaries, newsletters, events, 
publications, membership, and other resources, 
http:/ / www.self-determination.com 

University of Illinois at Chicago National Research and Training Center on 
Psychiatric Disability 

Information on their 5-year agenda of self-determination projects includes these topics: 
increasing consumer choice in treatment and services through advance directives, peer- 
to-peer services, and other mechanisms; enhancing economic self-sufficiency through 
real jobs for real wages; promoting consumer participation in mental health financing 
strategies; strengthening consumer self-determination skills through self-advocacy; and 
advancing promising practices in self-determination services to the level of evidence- 
based practices. This involves exploring the effects of self-determination initiatives such as 
cash and counseling, fiscal intermediaries, brokered service models, Medicaid Home and 
Community Based waivers, Medicaid buy-in and rehab options, andTANF return-to-work 
programs for people with psychiatric disabilities, 
http://www.psych.uic.edu/UICNRTC 

A collection of papers devoted exclusively to self-determination and mental health: 

http://www.psych.uic.edu/UICNRTC/sdconfpapers.htm 


FEDERAL SITES 

CMS Real Choice Systems Change Grants 
http: / / www. cms.hhs. gov/realchoice 
http://www.cms.hhs.gov/systemschange 

SAMHSA CSAT Access to Recovery Grants 

The Access to Recovery Web site has the Request for Applications, news releases, and 
frequently asked questions. “The key to implementing the grant program is the States’ 




ability to ensure genuine, free, and independent client choice of eligible providers. States 
are encouraged to support any mixture of clinical treatment and recovery support services 
that can be expected to achieve the program’s goal of cost-effective, successful outcomes 
for the largest number of people.” 
http://www.atr.samhsa.gov 

SAMHSA CSAT Peer-to-Peer Recovery (Recovery Community Services 
Program) 

http://www.rcsp.samhsa.gov 

SAMHSA CMHS Consumer Affairs Program 

http://www.mentalhealth.samhsa.gov/consumersurvivor/about.asp 

Consumer-Directed Models of Personal Care: Lessons from Medicaid 
http://aspe.hhs.gov/daltcp/reports/lessons.htm 

Independent Choices: A National Symposium on Consumer Direction and Self- 
Determination for the Elderly and Persons with Disabilities 
http:/ / aspe.hhs.gov/daltcp/reports/O lcfpack.htm 


BEHAVIORAL HEALTH CONSUMER DIRECTION PROGRAMS 
Florida Self-Directed Care Program 

This site includes a detailed and extensive description of the Florida Adult Mental Health 
Self-Directed Care Program and all the documents available for eligibility, enrollment, 
recovery planning, approving services, participant education, etc. It is a rich resource 
developed to provide information, education, forms, and documentation for program 
participants, other Florida residents and researchers, and advocates from other States, 
http://www.floridasdc.info 

NAMI in North Florida provided the initial advocacy, coordination with legislators, and 
impetus to develop the FloridaSDC program, 
http: / / nassau.nami.org/sdc.htm 

Oregon Health Sciences Center on Self-Determination 
http://selfdeterminationohsu.org 

New Hampshire Self-Direction Model 
http: //nhdds. org/programs 

Minnesota’s Consumer-Direction Initiative 

http://www.dhs.state.mn.us/main/groups/disabilities/documents/pub/dhs_id_ 
004644.hcsp 

Example of Rules Governing Consumer-Directed Personal Care Assistance 
Services 

http://www.state.me.us/rehab/cdpas/cdpas_rules.htm 
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Texas Health and Human Services Commission: Effectiveness of Consumer-Directed 
Services — First Annual Update 

http://www.hhsc.state.tx.us/pubs/020104_CDS_Updatel .html 


RELATED SITES—CONSUMER/FAMILY OPERATED PROGRAMS 
Recovery Homes 

This site contains a description of the Oxford House Model for Recovery Homes. 

It includes links to a variety of resources, 
http://www.oxfordhouse.org 

SAMHSA Mental Health Information Center: Consumer/Survivor-Operated Self- 
Help Programs: A Technical Report 

A review of the findings and recommendations of mental health consumer/survivor self- 
help programs. 

http://www.mentalhealth.org/publications/allpubs/SMAOl-3510 
Children’s Mental Health 

Children’s systems of care involve many family-directed services, flexible wraparound 
funding, and a set of values and philosophy that are consumer and family directed. 

http://www.mentalhealth.samhsa.gov/cmhs/ChildrensCampaign 

Promising Practices in Children’s Mental Health 
http://cecp.air. org/promisingpractices/#2001 

Research and Training Center for Children’s Mental Health — Links to related 
Internet sites 

http://rtckids.fmhi.usf.edu/links.html 


RELATED SITES—ELDERLY AND DISABLED 
Aging Services: Consumer Direction 

This Web site is part of a national initiative funded by The Robert Wood Johnson 
Foundation to increase opportunities for older consumers to direct their own care. Links to 
other sites are provided, 
http:/ / www.consumerdirection.org 

National Association of State Units on Aging (NASUA) 

NASUA has provided extensive leadership to States and others seeking to develop 
consumer direction initiatives for personal care services and other alternatives to nursing 
homes and institutions, 
http://www.nasua.org 




Robert Wood Johnson Foundation (RWJF): Cash and Counseling Demonstration 

This site is the home for the Cash and Counseling demonstrations that RWJF has funded. 

It provides links to Calls for Proposals, the National Program Office, and the Cash and 
Counseling site. 

http://www.rwjf. org/programs/npoDetail.jsp?id=CAS 

RWJF News Release: Foundation Aims at Taking Consumer-Directed Service Model for 
Medicaid to National Level 

http://www.rwjf.org/news/releaseDetail.jsp?id=1073479314892 
Cash and Counseling 

National program office site for RWJF grantees 
http://www.cashandcounseling.org/index.html 

Survey of State Administrators: Consumer-Directed Home and Community-Based Services 

(1996). State Administrators’ perceptions of consumer-directed services in long-term 
care with concerns centered around quality assurance, fraud and abuse, and difficulties in 
implementation of self-directed programs. 

http://www.freedomclearinghouse.org/documents/fmalreport96.htm 

Improving the Quality of Medicaid Personal Assistance Through Consumer Direction 

by Leslie Foster et al. 

http://content.healthaffairs.org/cgi/reprint/hlthaff.w3.162vl .pdf 

The Cash and Counseling Demonstration: An Experiment in Consumer-Directed Personal 

Assistance Services by Pamela J. Doty 

http://www.independentliving.org/docs4/ar398.html 


ADVOCACY AND EDUCATION 
Current Legislation 

MiCASSA, S. 971, cosponsored by Senators Harkin and Specter, would require States 
to provide community-based attendant services to individuals with disabilities and older 
Americans. 

http://www.adapt.org/casaintr.htm 

Money Follows the Person Act, S. 1394, cosponsored by Senators Harkin, Smith, and 
Specter, gives States additional resources to provide home and community-based services to 
individuals choosing to leave a nursing home or institution. With the new emphasis on the 
role of State governments, some ADAPT groups have urged that CASAs be passed by their 
State legislatures.Vermont (Personal Assistance Services Act - PASA), Ohio (Community 
Assistance Services Act - CASA),Texas, and Georgia (Long Term Care Choice Act) are 
four examples. New Mexico and Wisconsin have also been working on bills. For the latest 
information on efforts at the State level, get in touch with a local ADAPT contact. 
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Self Advocates Becoming Empowered 
http://www.sabeusa.org 

Center for an Accessible Society 

Funded by the National Institute on Disability and Rehabilitation Research. 
This is the Centers page of consumer direction in personal assistance services: 
http://www.accessiblesociety.org/topics/persasst/consumerdir.htm 
This extensive site functions as a communications clearinghouse for journalists: 
http://www.accessiblesociety.org/index.shtml 


POLICY ISSUES 

Consumer-Directed Home and Community Services: Policy Issues — Urban Institute 
Report 

http://www. urban.org/Template.cfm?NavMenuID = 24&template=/TaggedContent/ 
ViewPublication. cfm&PublicationlD = 7379 

Heritage Foundation —The Future of Medicaid: Consumer-Directed Care 

by James Frogue 

http://www.heritage.org/Research/HealthCare/BGl 618.cfm 

Consumer-Directed Health Care: Will This Groiving Trend Affect the Long Term Care 
Delivery System? 

American Medical Directors Association — Caring for the Ages 
http://www.amda.com/caring/december2003/consumer.htm 

Galen Institute: Center for Consumer-Driven Health Care 

Links and information about the commercial sector and Medicare reforms in Health 
Savings Accounts. 

http://www.galen.org/ccdhc.asppl 

Toward a Consumer-Directed National Mental Health Policy — by Andrew Imparato 
http://cdrc.ohsu.edu/selfdetermination/leadership/alliance/documents/Toward 
Consumer-Directed_National_Mental_Health_Policy.pdf 

The Federal Role in the Move Toward Consumer Direction 

http://www.hhp.umd.edu/AGING/CCDemo/Publications/dotyFederal.html 

Annotated Bibliography on Consumer-Operated Services 
http://mimh200.mimh.edu/PieDb/01599.htm 


OLMSTEAD 

Health Care Financing Administration (CMS)—Americans with Disabilities 
Act/Olmstead Decision 

http://www.hcfa.gov/medicaid/olmstead/olmshome.htm 




Bazelon Center for Mental Health Law 

This Web site includes a 2001 review of the status of States’ planning for the development 
of community-based children’s services entitled Merging System of Core Principles with Civil 
Rights Law: Olmstead Planning for Children with Serious Emotional Disturbance. 

http://www.bazelon.org/olmstead.html 

White House Executive Order—“Community-Based Alternatives for Individuals 
with Disabilities” 

http://www.whitehouse.gov/news/releases/2001/06/20010619.html 

The New Freedom Initiative 
http://www.hhs.gov/newfreedom 

Delivering on the Promise 

Preliminary Report of Federal Agencies’Actions to Eliminate Barriers and Promote 
Community Integration Presented to the President of the United States, December 21, 
2001 

http://www.hhs.gov/newfreedom/prelim 

National Association of Protection and Advocacy Systems, Inc. 

Information about State-advocacy efforts to develop comprehensive, effectively working 
State plans for moving unnecessarily institutionalized persons into the community with 
support. 

http://www.napas.org/I-3/I-3-D/Plan%20template%20oct%2012.htm 

National and Statewide Coalitions to Promote Community-Based Care 

Targeted financial assistance, technical assistance, and training to States. 

http://www.olmsteadcommunity.org 
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APPENDIX C: BARRIERS TO SELF-DIRECTED CARE 


Self-direction initiatives involve a major transformation of the service system and require 
a significant rethinking of virtually every aspect of the current system—from financing 
and network development through case management and education. As a result, existing 
programs have received significant resistance from many people and organizations in the 
system. In this section, many of these barriers, which were discussed at the Summit, are 
highlighted under the headings Popular and Political Culture; Providers and Professional 
Groups; Legislation and Regulation; and Resources. 


POPULAR AND POLITICAL CULTURE 

Popular opinion and the media that stigmatize mental illnesses, definitions that influence 
social perceptions, and competency issues that arise from fear of liability all pose barriers 
to self-direction. These issues of popular and political culture raised by the Summit 
participants are explained below. 


Stigma and Discrimination 

The stigma and discrimination attached to psychiatric disabilities and substance use 
disorders represent a major obstacle to self-directed care initiatives. Participants, professionals, 
advocates, and individuals in recovery echoed these concerns throughout the Summit. 

Popular culture is a powerful influence and is often a source of stigmatization. An example 
of this is the reporting about mental illnesses and substance use in the media. Medically 
oriented definitions have fueled the public’s notion that individuals with mental illnesses 
may be too irrational and irresponsible to direct their own care. Many persons continue 
to view addiction as a moral and/or personal weakness that in some way lessens the 
responsibility of society to treat the condition. Some who hold this view believe that 
one’s fear of incarceration should be sufficient to reduce one’s addictive behaviors. These 
misconceptions have the potential to severely limit the achievement of self-directed care 
initiatives. 

Unlike physical disabilities, behavioral health outcomes are often “invisible,” making it 
difficult for people to see the success stories of recovery. Without this visibility, it will be 
hard to sustain the changes necessary for self-direction. 


T 

Common perceptions 
of people with montal 
illnesses are “dirty, 
homoloss, incurable, 
dangerous, and a blight 
on our neighborhood.” 

Advocate 


Definitions of Mental Illnesses and Substance Use Disorders 

Discussions about how people with mental illnesses and substance use disorders are 
perceived focused on current definitions of mental illnesses and substance use disorders, 
as well as the language used in referring to these conditions. Participants from the mental 
health community highlighted issues such as the way in which current medical models 
and definitions have led to political inertia, influenced social perceptions, and inhibited 
recovery. Participants involved in recovery from substance use disorders, on the other hand, 
emphasized problems with language and attitudes that fail to recognize that substance use 
disorders are a disease. 
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T 

“Unless people with 
mental illnesses and 
substance use disorders 
intentionally disclose that 
they have a disability, 
have recovered and are 
living their lives, the 
public and decision¬ 
makers will continue to 
focus on their deficits 
rather than capabilities 
and abilities.” 

Advocate 


The current definitions of mental illnesses are based on medical models that contradict 
the foundations of the self-directed care movement. For instance, one existing definition 
of mental illness states that “mental illness is a brain disease that impairs judgment” 
(Chamberlin, Panel Discussion on Adults with Mental Illnesses, March 2004). Despite 
the fact that an institutionally based psychiatric system has been largely transformed into 
a community-based one, people with mental illnesses continue to have their recovery 
impeded due to stakeholders’persistent institutional thinking (Fisher & Chamberlin, 2004). 
The “outdated, classical medical model that describes serious mental illnesses as permanent, 
biological diseases” (Fisher & Chamberlin, 2004) considers mental illnesses incurable and 
recovery unlikely. As a result, services remain provider-oriented and based on control and 
exclusion, rather than being centered on consumer/survivor recovery, self-determination, 
and community participation. 

The concept of a “substance use disorder” indicates a belief in a medical and biological 
basis for addiction, but it is sometimes accompanied by the mistaken belief that the 
disorder is permanently disabling and that no one ever gets better. The concept of 
“recovery,” however, also has a long history in the addiction field. Far more problematic 
for the addiction field are definitions and concepts that imply that people “choose” to have 
substance use disorders and could simply “choose” to get better. For this reason, for some 
people the principle of choice that is embedded within the self-directed care movement 
can seem to conflict with the addiction and recovery field’s traditional emphasis on the 
disease model. 


T 

“Thu only people who 
are going to gualify 
for self-directed care 
or individual accounts 
are people who are no 
longer labeled mentally 
ill, because the definition 
of mental illness, as it 
presently exists, says 
that a person (with 
mental illness) cannot 
make decisions for 
themselves.” 

Advocate 


Competency 

Competency issues stemming from a culture of expertise and fear of liability also were 
highlighted as potential barriers to self-directed care. It was argued that treatment is 
currently based on compliance and focused around competency scales with supervision 
and control. Moreover, the underlying assumptions about people with mental illnesses 
and substance use disorders continue to equate disability with lack of capacity. Therefore, 
challenges may arise if and when competence inquiries are used in evaluating self-directed 
care (Stefan, 2004). 


PROVIDERS AND PROFESSIONAL GROUPS 

One major issue that resonated throughout the Summit was that there is a “culture” 
within some professions that will resist many of the changes of self-direction and self- 
determination. Medical models and the culture of professionals may not support self- 
direction for people with psychiatric disabilities and substance use disorders. Moreover, 
formal treatment systems often do not recognize the degree to which nontraditional 
supports assist people with their recovery, thus presenting a further obstacle to successful 
implementation of self-directed care. 

One participant emphasized the need to modify the way professionals are taught about 
mental illnesses because “everything in their training has led them to believe that self- 
direction (for those with mental illnesses) is impossible.” 

Provider resistance is likely to be strong for several other reasons, the most significant being 
fears about the loss of funding. One outcome of the cashing-out of funds for services is 


54 




likely to be loss of provider revenue from current sources due to program cuts. Therefore, 
the redistribution of funds is likely to be highly controversial and to engender considerable 
political opposition from powerful trade and lobbying groups (Cook et al., 2004). 
Armstrong (2004) referenced previous studies of consumer-directed models of personal 
care that indicated that the level of choice and satisfaction are improved when individuals 
can hire whomever they wish. Moreover, when given the choice, many consumers tend to 
hire persons with whom they are familiar, such as family members, friends, and neighbors. 
She highlighted the threatening nature of this type of change to providers. 

Although some providers are likely to experience reductions in total revenue through the 
implementation of consumer choice and self-direction, others will respond with more 
innovative services that are responsive to the needs of consumers. The challenge for public 
purchasers is in maintaining the safety net of services while transitioning to self-direction. 
Substantial consumer advocacy will be needed to realize self-directed care. 


T 

“People often form their 
views about addiction 
from media coverage 
about celebrities going 
into rehabilitation... 
Treatment is more than 
just detox and Betty 
Ford.’’ 

Advocate 


LEGISLATION AND REGULATION 

Current policies deny people with psychiatric disabilities and substance use disorders 
the kinds of opportunities for self-directed care that people with other disabilities have. 
Therefore legislation and regulations as well as eligibility criteria, many of which represent 
barriers to the provision and financing of self-directed care initiatives, need to be addressed. 
Although significant steps have been made to demonstrate successes in self-directed care, 
some of the benefits and eligibility criteria are not appropriate for all populations. 

Medicaid Waivers 

The services CMS finances are based on the medical model, though in recent years 
that has been changing to include a more rehabilitative approach. As a result, CMS has 
not recognized lay practitioners as qualified to provide medical or remedial treatments. 

This limits the use of peers as service providers unless they are “certified” or “licensed” 
as practitioners by the State. “States using the rehabilitation option for Medicaid- 
funded peer supports must demonstrate that practitioners are recognized by the State as 
professionals, through certification or licensure. States must also ensure adequate training, 
care coordination, supervision, and ongoing support of peer service providers” (Cook 
et al., 2004). Georgia’s and South Carolina’s recent success in seeking approval for and 
implementing peer support programs is an example of how States might overcome some 
of these barriers. 

The approval process for Medicaid 1115 waivers (which include the New Independence 
Plus waivers) is cumbersome; it may take 2 to 3 years to complete because the State’s 
application must be approved by the Federal Office of Management and Budget in 
addition to CMS (Cook et al., 2004).This limits most States to the use and modification 
of Home and Community Based Waivers (HCBW).As a result of limitations on Medicaid 
funding for State hospitals, only three States use HCBW for mental health conditions, and 
all three focus on the needs of children. 

As noted earlier, many participants were concerned about the IMD exclusion and the 
resulting limits on Federal funding for residential services that individuals often need. 


T 

“Many mainstream social 
wolfare programs are 
not designed to sorvo 
people with serious 
montal illnesses, ovon 
though this group 
has becomo ono of 
the largest and most 
severely disabled groups 
of beneficiaries.” 

New Freedom Commission 
on Mental Health: Final 
Report, p. 28 
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T 

“Before we make any 
of these changes, first 
we have to change 
some of the laws that 
institutionalize this 
discrimination and 
continue to perpetuate it.” 

Professional 


Eligibility 

Eligibility issues related to both functional and income status can create challenges for self- 
directed care. 

• CMS Waivers are available for States to use for self-directed programs, yet some 
specifically exclude people who reside in “institutions for mental disease” (IMD). 

- The 1915(c) waiver cannot be used to provide home and community-based 
services to adults between the ages of 22 through 64 who would otherwise be 
served in IMDs.This was primarily due to the Federal governments desire in 
Medicaid enabling legislation not to supplant existing State expenditures when 
Medicaid was created. 

- Medicaid 1915(c) waivers often use measures of Activities of Daily Living as 
eligibility criteria, yet these do not apply to adolescents with substance use 
disorders. “Moreover, those adolescents termed experimenters in the substance 
use community cannot use Medicaid money for treatment, as they do not meet 
the diagnostic threshold of abuse” (Cavanaugh, Panel Discussion on Population 
Groups, March 2004). 

• Social Security Income is not available to people with substance use disorders as their 
primary diagnosis, yet it is available to people with those as secondary diagnoses. 

RESOURCES 

The public behavioral health system is resource poor in most States, and there is a large 
range in per capita expenditures for public behavioral health services across States. The 
current fiscal crisis, which is exacerbating an already chronic problem, may be used 
to justify the reduction of services currently provided by States and to prevent the 
development of new service delivery models (Cook, Summit Presentation, March 2004). 

Infrastructure and Interagency Constraints 

Infrastructure Constraints. Participants suggested that one of the main barriers to the 
implementation of self-directed care initiatives was the existing infrastructure of the 
behavioral health service system. The current system focuses on treatment of acute illness 
and disability, rather than on prevention, early interventions, and ongoing recovery. This 
system perpetuates reliance on professional advice and/or institutional care. 

Substance use disorder treatment systems for adolescents are less developed than the 
children’s mental health system and lack a developed clinical core. It was pointed out that 
although “wraparound” services are highly desirable, a core system is needed first. 

Currently, many States’ mental illness and substance use disorder treatment systems have 
significant service gaps and lack any real choice in services. Consumers/survivors and 
recovering people sounded a cautionary note about trying to create “choice” where 
there are few services to choose from. Many participants cited the IMD exclusion by 
Medicaid as a significant barrier for services in both the recovery fields. However, the use 
of “nontraditional” providers can increase the choice and scope of services available to 
individuals. 
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Interagency Constraints. Concerns were raised about how individuals can access and 
integrate care, support services, and benefits that will facilitate their recovery across an 
already fragmented and overly complex system. All population groups emphasized the 
difficulties of collaboration and coordination within the current public system. 

Representatives of children and families underlined the difficulties associated with 
intersystem involvement. The efforts of child welfare agencies, juvenile justice agencies, 
treatment providers, and schools, as well as mental health agencies, can have a significant 
impact on the outcomes of services provided to children and their families. Because so 
many agencies often finance portions of mental treatment services for children, “cashing- 
out” services (as is appropriate for adult groups) may not be appropriate for children/youth 
and family groups. 

One participant pointed out that although child welfare agencies have a best practice 
model called family group conferencing, in which families have considerable choice in 
supports and care, such services, in practice, are very limited. 

In addition, a large number of youth with substance use disorders are already in the 
juvenile justice system, and their treatment is frequently prescribed as a condition of 
probation and parole. Thus, their freedom of choice is severely circumscribed. 
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APPENDIX D: SPECIFIC RECOMMENDATIONS OF 

THE SUMMIT WORKGROUPS 


INFRASTRUCTURE GROUP RECOMMENDATIONS 

1. SAMHSA and CMS should provide clear leadership in ensuring the implementation 
of self-direction. In particular, they should 

• Establish a SAMHSA executive-level workgroup to support and expand the focus 
on self-direction throughout all SAMHSA initiatives. 

• Ensure the inclusion of the values and principles of self-direction (freedom and 
quality) throughout the SAMHSA Priorities: Programs and Principles Matrix. 

• Foster a strategic collaboration with each other to ensure that Medicaid system 
supports and evidence-based and promising practices for mental illness and 
substance use disorder treatments, including the scope, intensity, and duration of 
services, are paid for by Medicaid. 

• Establish a workforce initiative to support the cultural changes that are necessary 
to recognize peer, consumer, and family involvement in care. This initiative would 
include families and local systems of care, peers, and professionals. 

• Provide highly focused technical assistance and training for States, providers, 
consumers, and other system stakeholders. 

• Develop guidance for model legislation and regulations and assist States where 
needed with legislative and regulatory issues. 

• Provide incentives for procurements involving self-directed care programs. 

2. Develop and ensure person-centered recovery planning including the essentials for 
living, working, learning, and participating fully in the community. 

• Assist States and professional groups with training in the significant changes 
involved in implementing person-centered planning. 

• Develop guidelines for professionals regarding self-determination in specific areas 
such as seclusion, restraint, involuntary medication, and commitment processes. 

3. Learn from and leverage existing State/local self-determination models to build other 
State/local initiatives. 

• Identify new and emerging partnerships to build State and local initiatives. In 
particular, relationships should be established with the following: the Departments 
of Health and Human Services, Labor, Justice, Housing and Urban Development, 
the Social Security Administration, other Federal departments, and their State 
and local counterparts to maximize the momentum for self-directed life in the 
community. 





• Share and study the implementation of practices and models across disability 
systems that use self-direction tools, i.e., Wellness Recovery Action Planning, 
psychiatric advance directives, fiscal intermediaries, individual budgets, asset 
building, and financial strategies. 

4. Analyze barriers and opportunities and identify the needed changes in Federal funding 
and regulatory and statutory mechanisms to support self-determination. 

• Investigate and work to promote the reform of liability laws. 

• Review all financing supports across the Federal government in support of self- 
direction. 

• Maximize flexibility within Medicaid to cover nontraditional services, such as 
family and peer-support services. 

• Ensure that family members can receive Medicaid services to support the 
recipient’s plan of care. 

• Identify and share with other States the various financing options needed for 
consumer-directed treatment and support. 

5. Identify a phase-in process, including benchmarks and timetables that support a 
national self-determination initiative. 

• Delegate planning of self-directed care programs to a representative body 
of “consumer” leaders who would work in collaboration with designated 
SAMHSA staff. 

• Utilize State planning mechanisms, such as Olmstead and Community Mental 
Health and Substance Abuse Prevention and Treatment Block Grant plans and 
other State planning mechanisms, including those in criminal justice, to support 
and expand self-direction. 

• Update the Partners for Recovery Initiative to include self-directed care. 

• Develop educational tools and programs to empower consumers and their families 
to lead self-directed plans. 

• Launch a public media campaign to promote self-direction and address stigma 
and discrimination for persons with psychiatric disabilities and/or substance use 
disorders. 


CHILDREN AND FAMILIES GROUP RECOMMENDATIONS 

SAMHSA should 

1. Involve CMS in discussions with the Federation of Families and representatives of 
families with youth in the substance use disorders treatment system to develop a plan to 
help families in States, tribes, and Territories to receive services that families and youth 
value.This should include (but not be limited to) respite and family support services. 
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2. Establish a national recovery resource center as a national clearinghouse for recovery 
research and service models for adolescents and adults in the areas of mental health, 
substance use disorders, trauma, etc. 

3. Convene consumers, families, and youth in States, tribes, and Territories to 
operationahy define “self-direction” for families and youth with specific elements to be 
evaluated. 

4. Provide planning funds and support for technical assistance to convene States 
with existing Home and Community Based Waivers to guide other States with the 
implementation of self-directed care pilots. 

5. Use lessons learned from experienced States and State leadership to help other States 
apply for waivers. 

6. Fund statewide family advocacy organizations beyond the current competitive grant 
program. 

The three States (Kansas, Vermont, and New York) that have Home and Community 
Based Waivers for behavioral health for children’s mental health services have a strategic 
advantage in the implementation of self-direction in mental health services funded by 
Medicaid. SAMHSA should consider how they could support the implementation of self- 
direction in these States through technical assistance, pilot funds, and other consultation 
with family organizations, advocates, and State staff. 


ADULTS WITH MENTAL ILLNESSES GROUP RECOMMENDATIONS 

1. Promote and foster self-directed care programs in every State in the United States. 

• Fund a national demonstration program. 

• Include a majority, or significant representation, of consumers at every stage 
of the process at both Federal and local levels. These stages include planning, 
implementation (initial and ongoing), evaluation, and dissemination. Supports 
should be available to ensure this level of consumer representation. 

• Demonstration initiatives of self-directed care should include evaluations of every 
program according to the following outcomes: 

— Participants are living where they want to and have access to available 

resources. This standard assumes that there are decent choices and the person is 
aware of them given available resources. 

— Participants have a broad and diverse social/support system of their own 
choosing. 

— Participants have opportunities to do things that are productive and personally 
meaningful. 

— Participants are moving toward increasing economic security. 

• Solicit interagency agreements or other collaborative agreements with other 
Federal agencies such as CMS, the Rehabilitation Services Administration 
(RSA), the Departments of Labor and Housing and Urban Development, the 




Social Security Administration, and others to co-fund this self-directed care 
demonstration. 

• Seek collaborative funding for self-directed demonstrations from private sources 
(e.g., foundations, faith-based initiatives, banking institutions). 

• Actively encourage States to use mental health block grant monies to help fund 
self-directed care demonstration programs and provide technical assistance to 
States for this purpose. 

• Request additional funding from Congress to fund this initiative. 

• Ensure that all proposals for self-directed care programs are guided by the 
principles of self-determination: freedom, participation, authority, responsibility, 
and support. 

• Actively encourage the development of new peer-run programs and their adequate 
funding. 

2. Address regulatory barriers to self-directed care for people with mental illnesses. 

• Work with CMS to ensure that 1115 waivers are available to populations that 
include people with mental illnesses and that waiver proposals are reviewed in 60 
to 90 days. Legislation should be passed to mandate this. 

• People with mental illnesses should be able to benefit from funding streams 
available to people with other disabilities (e.g., Personal Assistance Services). 

- Collaborate with CMS to rewrite the regulatory language so that people with 
mental illnesses can qualify for personal assistance services. 

• Work with the Social Security Administration to fund a demonstration program in 
which Ticket to Work funds are cashed-out and banked to be used by people with 
psychiatric disabilities in self-directed return-to-work plans. 

• Work with the Rehabilitation Services Administration to develop waivers or other 
mechanisms whereby State-Federal Vocational Rehabilitation (VR) funds are 
cashed-out and banked in order to be under the control of people with mental 
illnesses who wish to return to work. 

• Remove barriers to Medicaid funding of peer-run services. 

3. “Nothing about us without us.” 

• Include the meaningful participation of people with mental illnesses at every level 
and activity of self-directed care, in recognition of their full humanity. This must be 
a guiding principle. 

• Provide technical assistance, training, and support to ensure peer leadership 
development at local, State, and national levels. 

• Provide people who are participants in self-directed care with resources, training, 
and compensation to become leaders and mentors of self-directed care. 

• Fund a project to initiate a peer-developed and controlled curriculum on the 
history of self-directed recovery. 





• Implement workforce development to train people with mental illnesses to deliver 
self-directed services in a wide range of programs, including peer-run programs. 

4 . Import person-centered medicine and the shared decision-making model as 
recommended in the Institute of Medicine’s Bridging the Quality Chasm report into 
psychiatry. Fund a demonstration initiative to 

• Study and create decision-making aids and values clarification tools to ensure that 
people direct their mental health care. 

• Train psychiatrists and other clinicians in the shared decision-making model 
(including making this training a requirement of American Psychiatric Association 
psychiatry residency training). 

• Train people in mental health recovery in the skills necessary to engage in shared 
decision making and self-directed mental health care. 

5. To address the enforced impoverishment of people with mental illnesses, encourage 
asset development among people with mental illnesses. 

• Fund a demonstration program or other initiatives to enable consumers to establish 
Individual Development Accounts (IDAs). 

- Allowable funds in IDAs should include both earned and unearned income— 
for example, contributions from family. 

— IDA funds should not be counted in Supplemental Security Income asset 
calculation. 

— Purposes for which IDAs are intended should be expanded to include 

purchasing transportation, needed technology, child or elder care, retirement, 
and other impairment-related expenses. 

• Provide financial education, planning, and counseling to people with mental 
illnesses. 

ADULTS WITH SUBSTANCE USE DISORDERS GROUP 
RECOMMENDATIONS 

1. Increase financial support and technical assistance for CSAT’s Recovery Community 
Services Program (RCSP) in addition to providing additional technical assistance and 
resources for non-RCSP recovery and consumer-support organizations. 

2. Create and establish an intra-agency council consisting of consumers and their families 
to address research, advocacy, and best practices for self-directed care. 

3. Take a leadership role in developing an interagency initiative to address consumer- 
directed care and self-determination in recovery communities. 

4 . Fund and establish a national media campaign to reduce stigma and educate the public 
on substance use disorders and recovery. 




5. Fund a consumer education initiative organized and operated by consumers. 

6. Design a consumer direction initiative that delivers an appropriate level of support to 
engender safety for the consumer and ensure that services are provided in an atmosphere 
of respect and accountability. 
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